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Agenda 

Reporting exposures to participants 

 Why?  

 How? 

 What happens? 

 Experiences of study participants 

 Recommendations and questions 
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Julia Brody, Ruthann Rudel, Phil Brown, Jessica Tovar, Rachel Morello-Frosch, Shaun Goho 

Silent Spring Institute, Brown University, CBE, UC Berkeley, Harvard Law School 

 5 peer-reviewed articles 

 2 NIEHS and 2 NSF grants 

 Consultations with numerous other studies 

 Workshop for 40 researchers, study participants, 

advocates, ethicists  

 

Personal Exposure Report-back Ethics (PERE) Study  
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Reporting personal exposures 
 

Why? 
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For emerging contaminants 

 Early exposure measurements 

precede knowledge of…   
 

–Human health effects 

–Sources 

“None of these chemicals come with a  
return address.”  

− Toxicity, mechanism of action 
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Rudel et al., ES&T 2003; Brody et al., 
AJPH 2009; Rudel et al. ES&T 2010 
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CBPR values: Partnership 

 Mutual respect, open communication 

 Collaboration to address community issues  

 Build community capacity 

 Knowledge is power  

 Co-learning 

 Co-ownership of data 
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Emerging contaminants: Clinical model doesn’t fit 

 Expert-driven (doctors decide)  
but medical providers  
aren’t the experts 

 Response isn’t medical 

 Drawbacks when science is uncertain 

– Problems when knowledge evolves 

– Limits participants’ learning and action 

 Medical practice has evolved 
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Human research ethics criteria 

 Autonomy, respect for persons 

−Right to know or not know 
 Justice 

−Information disparity / power disparity 
 Minimize harm 

– Emotional distress 
– Ineffective action 
– Stigma 
– Expense, legal effect 

 Maximize benefit 

−Informed action 
−Environmental health literacy 
−Validate health concerns 
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Report-back methods 
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Household Exposure Study 

• 170 homes 
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 > 100 analytes 

 Indoor, outdoor air 

 Dust 

 Urine, some blood  

 Observation 

 Self-report 

Data 
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Report-back methods 

 Individual data 

– Informed consent   

• Set expectations: What can the study say? 

• Right  to know or not know 

– Written report:  text and graphs, contextw  

– Access to researcher by phone or in-person 

– Exposure reduction resources  

 Aggregated data 

– Fact sheet, community meetings, news 

media, web 
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Individual report-back 

 

 Multi-level 

 What we know/don’t know 

 Community and individual 

exposure reduction 
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Is It Safe?    

Descriptive 

 What did you find? 

 How much? 

Analytical 

 Is that high? 

 Is it safe? 

 Where did it come from? 

Recommendation 

 What should I do? 

Brody et al, 2007, AJPH 
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Report-back packet    

 Cover letter  

 Text summary of individual results 

 How to read … individual results graphs 

 Individual results graphs 

 How to read … community-level graphs 

 Community-level results graphs 

 Background:  chemicals, sources 

 Exposure reduction alternatives 
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 “We detected many chemicals in every 
home in the study” 

 “One of the chemicals we found in your 
urine is a weed killer….  If you are using 
a weed killer in your yard, you could 
reduce your exposure by controlling 
weeds without these chemicals.” 

 “We are studying this chemical 
because….” 

 

Narrative excerpt 

 



w w w. s i l e n t s p r i n g . o r g  

  

How to read your results 

 

 

 
 

X  is the EPA Guideline 

Each      represents one other home in the study 

      is the sample from your home 

Chemical abbreviation (di(2-ethylhexyl) phthalate) 

DEHP common uses:  Plastics, inks, insect 

repellant, cosmetics, rubbing alcohol, liquid soap, 

detergents, lacquers, munitions, industrial lubricant. 

  

- 

Brody et al. AJPH, 2007 
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 Cincinnati BCERC 

Used our model to report on PFOA 

 

Source: Susan Pinney, Katie 
Brown, Ann Hernick 
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Community report-back 

 Neighborhood meetings 
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Community report-back 

 News media 
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Community report-back 

 Online 

 

 

  

www.silentspring.org  

www.cbecal.org 
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Polluters 
(refinery, ships) 

 

Products 
hard to avoid 
(flame retardant) 

Products 
individual choices 

(indoor pesticides) 

What can I do? 

Collective Action Individual Action 

Chemicals policies 

Consumer campaigns 

Vote! 

Organize 

Participate 

Vote! 

 

Product choices 

IPM 
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Researcher responsibility  

to interpret 

–“You have to ‘titrate’ the message.” 

                                       -- Susan Pinney 
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Feedback from study participants 

• Prototype reviews 

– COB - usability testing (Rachel Morello-Frosch) 

– CYGNET focus groups (Larry Kushi) 

• Report-back experiences 

– Growing Up Female survey (Susan Pinney) 

– HES interviews (Julia Brody, Phil Brown, Rachel 

Morello-Frosch) 
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Prototype reviews 

• Reacted favorably  

• Want to know 

– “More” 

– Results in comparison to  

other participants, national levels 

– Levels of health concern/benchmarks 

– Specifics about exposure reduction 

• More people prefer graphs, some prefer text 

• Want access to someone 
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Prototype reviews 

• Understand basics, including  

health uncertainty 

• View results as family resource for 

future reference  
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Experiences of our participants 

 

Altman et al., 2008, Journal of 

Health and Social Behavior 

Adams et al., 2010, Journal of 

Health and Social Behavior 
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Interviews with participants 

 50 participants 

 60-90 minutes, in-person 

 Transcribed, coded in NVivo 
. . . . 

 How do people assign meaning to  

their results?  Do they get the messages? 

 What is their experience? 

 Is there a public health benefit/harm? 
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What did people learn? 

 Many chemicals are detected in homes 

 Banned substances are found today 

 Many sources 

 Comparisons to study distributions and 

EPA guidelines 

 Common household chemicals are 

unregulated, understudied 
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Key experiences 

 Participants wanted their results 

 Increased trust in researchers 

 Pride in contributing to science and health 

 Dramatic conceptual shifts:  Pollution 

becomes personal 

 Reflections on family illnesses 

 Sense of “toxic trespass” 
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Key experiences 

• Frustration at information gaps 

• Evolving interpretations, brainstorming 

• Motivation to reduce exposure 
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Differences across communities 

 Expectations grounded in  

community history  

 Shared surprises about indoor sources 

 Struggle to gain control 

– Action or psychological distancing 

 Individual vs. community action 
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 At first I was thinking, “God, I wish I didn’t 

know all this.” But the more I think about it, 

the more I understand it, the more I feel 

like it helps me to, … do whatever I can…if 

you know the information then you can’t 

not participate in trying to make change.  
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Richmond community action contributed to 
court ruling on cumulative impact assessment! 
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Researcher experiences 

 Focus on understanding “high” results 

 The temptation to reassure 

– “…there’s no evidence that…” 

– Outdated EPA guidelines 

 Public health and good vs. bad worry 

 Rethinking “health literacy” in light of  

– universal capacities  

– democracy 
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Backdrop for report-back 

 Cognition and cognitive heuristics 

 Stress and coping 

 Social networks, social knowledge 

 Risk communication 

 Public understanding of science 

 … more 

Psychology and sociology literatures on  
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Backdrop for report-back 

 Love Canal 

 Three Mile Island 

 Bhopal 

 Chernobyl 

 Woburn 

 Katrina 
Brown and Mikkelson 1997 

Public responses to contamination 
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Backdrop for report-back 

 Embodied health 

movements 

– Breast cancer 

– Asthma 

– Autism, learning 

disabilities 

Brown 2007 

 



w w w. s i l e n t s p r i n g . o r g  

  

Recommendations 

 Build on community partnerships 

 Begin with “right to know  …not know” in 

informed consent 

 Set expectations for what studies 

can/can’t say about exposure and health 

 Provide context to make individual results 

meaningful 

 Address opportunities for action 
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Recommendations 

 Consider cultural context (of course) 

 Respect multiple learning styles  

(verbal, graphic) 

 Respond to unexpected or extreme results 
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Challenges 

 Timing 

 Consensus on benchmarks 

 Managing overload for the participant 

 Automating processes for the researcher 
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www.silentspring.org 
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